Commitment
Presentation of some law cases illustrating the situation of Rare Diseasers in
Germany

The cases, proofs and the legal documentation will be presented online und there will
be a visual presentation in the form of a small transportable artwork, entitled
“German house”.

Malah Helman, Berlin, mail@sickfluencer.de, 0049 173 2383623 (SMS)
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According to studies Rare Diseasers face multiple problems. Law cases show that they are
systematically prevented from accessesing their rights. Malah Helman, sickfluencer.de,
affected with Ehlers-Danlos Syndrome, a genetic defect which affects the whole body
structure (tissue) and therefore has many comorbidities is challenged due to this condition
with several court cases in the following areas: livelihood security, treatment, care, civil law,
antidiscrimination, inheritance.

The scope is to show that action is urgently needed!

These cases correspond with the critical remarks of the UNO Ausschuss zum
Ubereinkommen Uber die Rechte von Menschen mit Behinderungen from october 2023 in
+AbschlieRende Bemerkungen zum kombinierten zweiten und dritten periodischen Bericht
Deutschlands® (https://www.institut-fuer-menschenrechte.de/publikationen/detail/crpd-
abschliessende-bemerkungen-zum-kombinierten-zweiten-und-dritten-periodischen-bericht-
deutschlands).

Overmore the Ausschuss has claimed to integrate more individuals in the process. So here
an individual describes her exclusion from the minimum of existence, treatment, care,
antidiscrimination, inheritance because of her disability and poverty. One can rightly say:
having a rare condition is the extreme case of discrimination because of disability in
Germany.

Regarding the national social and legal situation in Germany there is nothing done yet,



except an ad hoc advice in 2018 by the Ethikrat. Unfortunately there is no NGO which
focuses on these problems. So action is taken by an affected individual. The committment is
about describing the multiple und extreme problems Rare Diseasers face and raise
awareness which is lacking until now.

For now, the commitment is about describing the multiple und extreme problems Rare
Diseasers face and raise awareness which is lacking.

This concerns all Rare Diseasers, at least if they are poor, as they often are.
There are over 4 Mio persons with a rare Disease.
DETAILS

Studies prove the extreme vulnerability of this group in many senses:
https://cripples-unite.de/discrimination-unknown-poor-situation-germany-rare-disease/

Studies describe that disabled people and poor persons generally are treated badly in
government authorities and prevented to reclaim their rights by judges:
https://vulnerabel-rechtlos.de/fall-exemplarisch-behindertenfeindlichkeit-klassismus-in-justiz-
behoerden/

And of course the disabled are having a much increased risk of being poor
(https://sickfluencer.de/2024/11/06/behinderte-oft-arm/).

Cases 1, 2

In the livelihood security laws giving additional demands in situations like disability, age,
reduced earning capacity automatically have been abandoned. Only in tax law one has to
pay reduced taxes in relation to disability degrees. But this means one has to have a
substantial income. It is discriminating that persons depending on livelihood security with the
same degree of disability do not get a financial compensation, except for walking impediment
and in some common diseases for nutrition. The needs for Rare Diseasers have not been
measured in the livelihood security which is based upon the norm. To fight for increased
needs in court takes around 10 years. But one has to pay for them instantly which leaves
gaps in the subsistence level in this situation.

As studies prove (e.g. The Eurordis rare barometer survey “Juggling care and daily life: The
balancing act of the rare disease community” (https://innovcare.eu/survey-juggling-care-
daily-life-balancing-act-rare-disease-community/) people with a rare disease face economic
burden because of additional costs. When people go on pension, it will be paid at the end of
the month. Which is of course a problem, because living costs start at the beginning. If one
depends on livelihood security because of low pension, one will get a loan which will be
subtracted over the next month. For Rare Diseasers this is a problem because already the
minimum of existence is not met.

Case 3,4

Visual aids have been cut out from the minimum of existence. People with high refractive
errors get for glasses only a percentage refunded by the insurance. Since 2021 visual aids
have to be refunded in livelihood security laws when the applicant has no possibility to pay
them himself. Persons with high refractive errors living on livelihood security are excluded
because before the social courts there is no solution available to the question who has to pay
for the rest of the glasses and also the spectacle frame (insurance or welfare). Government
has no interest providing a solution, care organizations like the caritas say spectacle frames
are cheap and so there is no problem. But again they did not measure the needs in rare



diseases. And it is also not true for Rare Diseasers. With a connective tissue disease one
needs special frames which do not hurt the sensitive skin while glasses are heavier because
here high refractive errors occur. Generally it is a problem because the legislative has given
up to insert regulations for hardship cases.
https://gegenmacht.net/bundesrepublikanisches-trauerspiel-sehhilfen-im-physischen-
existenzminimum/

One has to point out that Rare Diseasers generally are excluded from diagnosis and therapy
because the insurance only pays on the basis of national guidelines but not as it is often the
case for rare diseases that they are only international or that there is only an international
medical discussion. One has to bear in mind that this diseases are often heavy and life
threatening on the long run. Only in the case of immediate life threat a payment can be
forced before courts.

Case 5, 6

There are extreme discrimination cases regarding Rare Diseasers in government authorities
and justice.

The social welfare office Pankow of Berlin ad hoc terminated the livelihood security three
times (https://gegenmacht.net/schikane-sozialbehoerden-entziehen-existenz/). Later they
“just” did not pay the heating costs arguing that the care money (which is meant to pay
persons for care) can be used to pay for the heating. It was also argued that persons who
have been sanctioned also have less money, completely leaving out that there was no
reason for a sanction and that a person with rare disease is already undercut in the minimum
of existence. Since two years now the pay regularly less and do not refund costs they have
to refund (https://sickfluencer.de/2025/01/07/2024-monatlichen-regelsatz-weniger-gezahlt-
sozialamt-pankow/).

The legal department of the university hospital of Heidelberg and the county court of
Heidelberg deny the legal right to access to a dead relative in direct line. It is overseen that a
person with a rare disease can not pay a layer when she is poor and defending the rights by
herself takes time because a chronic iliness affects daily life. And secondly that with a
genetic rare disease there is an emergency to get information because data is rare and
research limited.

Case 7,8

Eurordis (amongst others) critisizes that Rare Diseasers face inequalities regarding
diagnosis, treatment and care (Eurordis, Factsheet,Equity for people with a rare

disease” https://download?2.rarediseaseday.org/2020/Factsheet Advocating%20for
%20equity.pdf). Relief organizations hire expert opinions who do not know the disease and
ignore diagnosis, symptoms, medical literature. As a result one does not get the adaequate
care.

Sadly also the regional antidiscrimination law, installed in 2020 in the city state of Berlin is in
practice not accessible. Studies prove (e.g. Deutscher Ethikrat. Ad hoc Empfehlung Seltene
Erkrankungen, https://www.ethikrat.org/fileadmin/Publikationen/Ad-hoc-Empfehlungen/
deutsch/herausforderungen-im-umgang-mit-seltenen-erkrankungen.pdf) people with a rare
disease are financially vulnerable. But this regional law did forget to implement access
possibilities for this situation. Secondly the senate gives money to help associations to fight
before court, but there is no organization which is able to defend cases for Rare Diseasers.
Thirdly in this law a is a reverse onus, which means if there are studies which prove that a
discrimination is likely, the accused has to prove that there has been none such. But in reality
the regional courts ignore the first mentioned research when it comes to the situation of Rare
Diseasers. Thus the reverse onus is denied to Rare Diseasers.

Case 9

Disabled people who are poor are can even not inherit money. They must let themselves to
be frauded. Heritage fraud is common in Germany, because regulation is insufficient. This
problem was presented by the lawyers association to the government in 2019 but to no avail
(Stellungnahme 36/29 download under
https://www.brak.de/interessenvertretung/stellungnahmen-der-brak/stellungnahmen-pdf/




stellungnahmen-deutschland/2019/). In this case the disabled daughter of her later father
does not get the compulsory portion of 12,5% (already being low) from 4Mio€ and has to live
on welfare which does not cover the costs for the inheritated genetic disease (complete case
under vulnerable-rechtlos.de). As pointed out above, poor persons are continually prevented
from a fair trial because legal aid is denied. In this case because of the economic
vulnerability having a rare health condition, an emergency was claimed, because here the
judges need to look precise. But it was turned down by the judges without explanation and
no reason was given, why studies who prove the financial vulnerability in rare diseases, this
rare disease and medical statements from doctors and other court cases are not to be
validated (https://vulnerabel-rechtlos.de/vulnerabilitat-seltenen-erkrankungen-und-
existenzielle-notlage/). These judges did decide without any knowledge of rare diseases and
did not prove such as they must (https://vulnerabel-rechtlos.de/trotz-studien-gerichte-ohne-
kenntnis/).




